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Executive Summary

Behavioral health problems are highly prevalent among people with serious medical illnesses
including cancer, stroke, heart disease, chronic obstructive pulmonary disease, end stage renal
disease, chronic neurologic/neurodegenerative disease, and dementia. Individuals with comorbid
behavioral health problems often experience inadequate and fractured (“siloed”) care that not
only fails to address their specific clinical and social needs, but often goes against the patient’s
wishes as well as those of their caregivers. Gaps in behavioral health care in this population,
including care for serious mental illnesses and substance use care, can impact clinical outcomes
and patient satisfaction, caregiving, decision-making, and overall cost of care. At the same time,
the ability to effectively address the needs of seriously ill patients with comorbid behavioral health
issues is impeded by an acute shortage of adequate workforce in the field, which will be further

compounded by demographic changes.

Within the past decade, multiple innovative programs and demonstration projects have illustrated
new approaches to integrated behavioral health and medical care to address the mental, physical,
and social needs. However, most of these emerging models are not easily applicable to the serious
illness care setting to address the specific needs of patients at this interface, many of whom are

elderly, disabled, and/or frail.

Against this background, the objectives of this white paper are to:

* Describe the scope of behavioral health needs among people with serious illnesses;

* Provide a conceptual model detailing key components of behavioral health provision in
serious illness care;

* Recognize current gaps in behavioral health services provision for people with serious
illness;

* Identify clinical, organizational, and policy opportunities for improvement of behavioral
health care in serious illness care settings.

The proposed behavioral health - serious illness care model (BH-SIC Model) provides a conceptual
framework of ‘building blocks’ to support behavioral health integration into serious illness
care across the serious illness care continuum. Its design can conform to variations in existing
serious illness care programs, including severity of medical/behavioral health diagnosis in patient
population, care setting (e.g., hospitals, outpatient settings, post-acute facilities, community-
based or home-based care settings, and nursing homes, etc.), as well as existing program design,
internal capabilities, and funding sources/payment arrangements.

However, the implementation of these building blocks and the successful shift toward more
integrated, person-centered care for these individuals across the care continuum requires the
realignment of existing regulatory, organizational and funding structures, adequate training
and retention of clinical workforce, and overall cultural change through leadership buy-in from

stakeholders and disciplines throughout the entire healthcare system.



|. Introduction

This work was conducted as part of a wider initiative by the Gordon and Betty Moore Foundation
to improve community-based care for persons with serious medical illnesses such as diabetes,
heart disease, chronic lung disease, cancer, and dementia. The foundation prioritized five
primary strategies to advance this agenda: surveillance systems, public education, payment
and accountability, workforce development, and model programs (exemplars of high-quality
care). This work is built upon the recognition that serious illness care involves individuals who
require holistic care in a number of dimensions spanning both physical and behavioral health.
Establishing the behavioral health component of serious illness care as a core part of all five
primary strategies is an important step forward in building an understanding of the role of
behavioral health in serious illness care.

There are various definitions of seriousillness (1). For the purpose of this report, we define “serious
illness” as a health condition that carries a high risk of mortality and either negatively impacts a
person’s daily function or quality of life, or excessively strains their caregivers (2). Individuals with
serious medical illness have high rates of behavioral health comorbidity. Behavioral health issues
commonly emerge in the serious illness care setting, either as a manifestation of systemic disease
processes, and/or as a result of the psychosocial stressors of illness and disability. Additionally,
persons with pre-existing behavioral health needs who develop serious medical illnesses are at
high risk of exacerbation of their behavioral health problems as their needs and access to pre-
existing behavioral health services change.

Despite the behavioral health burden in the serious illness population, our health system operates
in separate systems of care for addressing medical/surgical conditions and mental health
conditions. These “silos” have evolved over centuries creating conceptual, cultural, policy, and
practical barriers to effective integration of care. Individuals with comorbid behavioral health
problems and serious medical illness often experience fractured care that fails to address the
extent of their needs. Gaps in behavioral health care in this population can impact every aspect
of their care including clinical outcomes, caregiving, decision-making, and cost.

This project focuses on persons with high medical needs, as defined by a 2014 Institute of
Medicine report Dying in America, at the interface of care for serious illness and behavioral health
care (3). To explore behavioral health care in the context of serious illness care, we identified
current models, surveyed and interviewed experts, and reviewed the literature in the field to
better understand the scope of behavioral health needs in the serious illness population, data
on effective interventions, and key gaps and barriers to improvement.

The objectives of this white paper are to:

* Review the scope of behavioral health needs among people with serious illnesses.

* Provide a conceptual model detailing key components of behavioral health provision in
serious illness care.

* Recognize current gaps in behavioral health services provision for people with serious
illness.



e |dentify clinical, organizational, and policy opportunities for improvement of behavioral
health care in the serious illness care setting.

Il. Methodology

We applied a pyramid of four approaches in broadly gathering and synthesizing information
for the project:

1) Systematic literature review

We conducted a systematic literature review to better understand the key issues, particularly
focusing on a) the prevalence of behavioral health conditions (i.e., mental and substance use
disorders) in individuals with serious illnesses — cancer, stroke, heart disease, chronic obstructive
pulmonary disease, end-stage renal disease, and dementia — which were selected based on
Centers for Disease Control and Prevention’s mortality statistics (4); b) available screening
tools, treatment interventions, and care programs targeting behavioral health conditions in
the context of serious illnesses; c) evidence-based interventions to address behavioral health
issues for individuals with serious illnesses and their family caregivers, and d) policy issues
affecting those patient populations. We conducted an extensive review of the literature that
was published from 2007 to 2017 using PubMed; this included screening of the cited references,
conducting an additional search of “grey literature”, and reviewing literature recommended by
experts. Through this comprehensive review, we provide an in-depth description and analysis
of the scope and contours of the problem, identify critical gaps in knowledge and key barriers
to reform, and describe promising opportunities for impact at the clinical, organizational, and
policy levels.

2) Expert survey

A survey was sent to 113 experts who are either well-known leaders in this field or who are
currently actively involved in serious illness care and behavioral health care services. We
received 55 responses from those experts and their colleagues. Experts were asked the
following questions: a) how can behavioral health care be improved for people living with
serious illnesses; b) what are the major challenges to implementing those improvements; and
c) what are the strategies to successfully integrate behavioral health care into serious illness
care. In addition, we asked them to recommend specific clinical programs or systems that may
inform best practices.

3) Targeted key informant interviews

We conducted interviews with two groups of key informants: a) national experts and
stakeholders with backgrounds related to research, clinical care, and experience in serious
illness care and behavioral health; and b) serious illness care program leaders. We identified
program leader interviewees through a review of the grey literature and recommendations
from expert surveys. In total, we interviewed 11 experts and 12 program leaders.



4) Expert advisory group

With input from the foundation, we convened a national multidisciplinary Advisory Group with
11 members, whose expertise encompassed aging, palliative care, behavioral health, health
policy, patient advocacy, and serious illness care models. Meetings were conducted remotely
with each advisory group member to elicit feedback about proposed Behavioral Health and
Serious lliness Care Model (BH-SIC Model), and to obtain input on the design and structure of
this white paper.

lIl. Nature and Extent of the Issue

1) Prevalence per subpopulation

To date, the epidemiology of behavioral health problems in people living with serious medical
illness has been organized around medical diagnoses and care settings. Discrete, robust bodies
of data exist about the epidemiology of various behavioral health diagnoses among those
with specific serious medical illnesses. Such data, when considered holistically, demonstrate
that behavioral health problems are common among people with serious medical illnesses.
The nature of behavioral health needs evolves over the trajectory of medical illness; while
anxiety and mood disorders are most commonly recognized and studied in the early and
intermediate phases of illness, agitation and delirium supersede these among those at the
end-of-life. Behavioral health needs differ by setting; patients in outpatient clinics may have
high burdens of depression and anxiety, while those on in-patient hospice units may have a
much higher prevalence of delirium. Additionally, though data remain limited, there are likely
epidemiologically significant differences in behavioral health needs among persons of different
genders, socioeconomic backgrounds, ethnicities, and other demographic factors (5). Below is
a brief review on the epidemiology of behavioral health problems in selected common serious
medical illnesses.

Of note, relatively little epidemiologic data exist on substance use disorders (SUD) and serious
mental illness (SMI) in the seriously medically ill. However, the burden of SUD and SMl in serious
illness care is significant. Rather than address this in our epidemiology section, we address it
more robustly later in the white paper, predominantly in our sections on implementation and
policy challenges. Please refer to this section for further information.

a) Cancer

There is relatively abundant data on the epidemiology of behavioral health problems among
people with cancer. Approximately 50% of people with cancer experience a psychiatric
disorder; this may increase in advanced cancer (6). While a cancer diagnosis is a risk factor
for exacerbation of pre-existing mental illness, many individuals with cancer develop de novo
psychiatric illnesses in the setting of their diagnosis and treatment (7).

The most studied behavioral health problems among persons with cancer are depression and
anxiety. Of note, data is mixed between symptoms, subsyndromal presentations, and full



syndromal presentations of anxiety disorders and major depression creating wide variation in
estimated incidence and prevalence. Prevalence of depression among individuals with cancer
range across data sets from 7% to 60% (6,8-14)(15). The wide range in prevalence is reflective
of differences in cohorts studied including cancer type, stage, and care setting, as well as in
screening methods. Among studies using structured clinical interviews to formally diagnose
depression, rates of major depressive disorder are significantly lower at 11% (16). Rates of
suicide among persons with cancer are elevated, particularly in persons with recent diagnoses
of advanced cancers, and specific types of cancer including pancreatic, lung, and head/neck
cancer (12-14). Although a causal relationship has not been fully established, the magnitude of
risk of suicide conferred by a diagnosis of cancer is variable and ranges from a mortality ratio
of 1 to 11, likely depending on demographic and disease-specific factors (20). The prevalence
of anxiety also varies widely, ranging from 3.2-5.2% to 70% among individuals with advanced
disease and/or patients in the intensive care unit (ICU) setting (6,9,10,21). Such discrepancies
reflect differences in screening and lack of differentiation between anxiety as a symptom and
anxiety disorders. The relationship between depression, anxiety, and cancer distress (a separate
entity used to measure emotional distress in psychooncology settings) remains unclear and
may obfuscate epidemiologic data (22).

Although less robustly studied, other behavioral health problems among persons with cancer
include posttraumatic stress disorder (PTSD) (prevalence of 2.4%, though with up to 50% of
them having sub-syndromal symptoms), and sleep disturbance (54-60.8%) (6,11,23,24). As
patients move from diagnosis to disease-oriented treatment to either survivorship or purely
palliative care, the nature of behavioral health problems change. For instance, up to half of
advanced cancer patients in the inpatient setting may experience delirium and/or agitation,
particularly in the intensive care or post-procedural setting (21,25-28).

Recent data among veterans with cancer showed a comorbid substance use disorder rate
of 6.64%. Veterans with comorbid substance use and cancer were more likely to have other
medical and mental disorders , were more likely to be homeless, and were higher utilizers of
medical and psychiatric services (29). Earlier studies show high rates of alcohol use disorder
among patients with end-stage cancer pain (30).

b) Stroke

Individuals with stroke are at high risk of psychiatric morbidity because of psychosocial stressors
caused by cognitive and physical deficits following stroke and inherent neuropsychiatric effect
of the stroke. Individuals with stroke have high prevalence of depression that may persist
long after the initial event; prevalence of depression among persons with recent stroke (within
one year) ranges from 17% to 56%; some data suggest that the variation may partially be
due to the degree of deficits caused by the stroke (9,31-35). In addition, approximately 15%
of persons with acute stroke experience suicidal thoughts, and of this cohort, 22% have an
explicit plan (36). Prevalence of anxiety is also high among individuals with stroke; 25-29% of
them had screening scores suggestive of an anxiety disorder following stroke and 18% of them
had anxiety disorders by clinical interview over six months following a stroke (37). Prevalence



and incidence of anxiety disorders remains elevated for years following cerebrovascular
accident; among persons with aneurysmal subarachnoid hemorrhage, 59% had clinically
significant anxiety by screen in the two years following the event (38). Psychosis is a rare
complication of stroke most commonly found among persons with significant cognitive
deficits (39). Among individuals with aneurysmal subarachnoid hemorrhage, 26% had
positive PTSD screens three years following the event suggesting a possibly under-
recognized burden of PTSD in these patients with cerebrovascular disease (40).

¢) Heart disease

Persons with both myocardial infarction (Ml) and congestive heart failure (CHF) are at
high risk of psychiatric comorbidity. Prevalence of depression among individuals with CHF

ranges from 10-60% depending on assessment method and the severity of the heart disease
(41-43). Among initially non-depressed individuals, hospitalization for CHF is a significant
risk factor for development of depression; 22% of non-depressed individuals develop
depressive symptoms within a year of hospitalization for CHF (44). Similarly, persons with
myocardial infarction have rates of depression ranging from 15-50% in the acute phase with
an increase to 60-70% in the months following the infarction (9). A significant proportion of
individuals (30%) remain clinically depressed years after myocardial infarction (45). Persons
with Ml are also vulnerable to suicidality. Myocardial infarction is associated with an odds
ratio of 3.25 for suicide among individuals without prior psychiatric diagnosis compared
to those without MI. Among people with both Ml and prior psychiatric diagnosis the odds
ratio is 64.05 compared to people with neither conditions (46).

PTSD and anxiety disorders are also significant comorbidities among individuals with cardiac
disease. Four percent of inpatients hospitalized for Ml meet criteria for PTSD and 12% have
some symptoms of PTSD without meeting full diagnostic criteria (47). People with Ml also
have an approximately five-fold increase in risk for development of an anxiety disorder
compared to healthy controls (48). Following MI, approximately a third of individuals
experience clinically significant anxiety and half of them continue to experience significant
anxiety at one year (49). Additionally, 10-50% of individuals with Ml meet criteria for panic
disorder (9). Likewise, people with CHF have anxiety disorder rates of 11-45% and this may
be higher in those requiring implantable cardiac defibrillators (42,43).

Following myocardial infarction, approximately 5.7% of individuals become delirious
(50). However among patients with acute heart failure, the incidence of delirium during
hospitalization is 23% (51). Additionally, 24.5% of patients undergoing cardiac surgery have
subsequent post-operative delirium and 15% of elective cardiac surgery patients screened
positive for depression in the PHQ-9 (52).

d) Chronic obstructive pulmonary disease

Chronic lung disease is particularly associated with high rates of anxiety secondary to
dyspnea and other pulmonary symptoms, though rates of depression are also significantly



elevated in people with chronic obstructive pulmonary disease (COPD). Prevalence of
depression in people with COPD varies widely from 8-80%, though studies using structured
clinical assessment trend towards higher prevalence and the vast majority of data suggests
significantly increased odds ratio of depression in persons with COPD (43,53-59). For a
variety of reasons, including the overlap of the somatic symptoms of depression and medical
symptoms, individuals with COPD may be undertreated for depression, which may also be true
for other populations (56,60). Additionally, COPD is associated with increased risk for suicide
attempts which scales with severity of disease. Individuals with severe COPD have an odds
ratio of 2.83 for making a suicide attempt, and hospitalization for COPD is associated with an
odds ratio of 2.6 for completed suicide (61,62).

Prevalence of anxiety disorders among individuals with COPD ranges from 10-74%, likely with
similar rates among outpatients and inpatients (43,58,59,63,64). Prevalence of panic disorder
may be as high as 41% (64). There is also evidence of prevalent disordered sleep among
individuals with COPD; 35% report difficulty with sleep on symptom assessment (63). Little
data exist on the relationship between PTSD and COPD (65).

e) End-stage renal disease

Depression and anxiety are common among people with end-stage-renal-disease (ESRD) owing
to psychosocial stressors associated with fatigue, need for ongoing dialysis, and potentially the

wait for renal transplantation, as well as metabolic derangements inherent to severe kidney
disease. Among individuals with end-stage kidney disease, 23.7% meet criteria for depression,
and depressed persons have greater cognitive deficits than non-depressed controls (66).
Forty-two percent of individuals with ESRD meet criteria for clinically significant anxiety (67).
Additionally, among people awaiting renal transplantation, rates of depression and anxiety rise
over time (67).

f) Chronic neurologic/neurodegenerative disease (excluding dementia)

People with chronic neurologic disease, such as amyotrophic lateral sclerosis (ALS) and
Parkinson’s disease, experience high psychiatric symptom burden. Both ALS and Parkinson’s
disease may have inherent neuropsychiatric symptomatology from the disease itself, and a
subset of people with both conditions develop dementing syndromes with the full spectrum
of neuropsychiatric symptoms associated with dementia. Among individuals with ALS, rates of
depression are significantly higher than the general population; within the first year of diagnosis,
the odds ratio of a depression diagnosis is 7.9 that of matched controls, and a sizable minority
of depressed individuals with ALS experience severe depression (68,69).

Among outpatients with Parkinson'’s disease, 27-38.7% screen positive for clinically significant
anxiety, while 18-36% screen positive for depression (70,71). However, some evidence suggests
that full major depressive disorder may be significantly less common than depressive symptoms
(72). Obsessive-compulsive disorder-type symptoms are also prevalent, affecting up to 52.8%

of individuals with Parkinson’s disease (71).



g) Dementia

Dementing illnesses differ somewhat from other serious medical illnesses in that psychiatric
symptoms comprise part of the inherent symptom cluster of the illness, rather than

comorbidities. Behavioral and psychiatric symptoms of dementia include a range of symptoms
ranging from psychosis to affective and anxiety symptoms, to apathy, agitation, and aggression
(73).

Neuropsychiatric symptoms among people with dementia are extremely common. Among
individuals with dementia being admitted in the acute care setting, some 75% have behavioral
and psychiatric symptoms during their hospitalization (73). In the inpatient setting, aggression
and activity disturbances are the most commonly occurring behavioral symptoms (73).

Among patients with dementia in the primary care setting, behavioral and psychiatric
symptom burden differs. Approximately 43.8% of patients with dementia exhibit behavioral
health symptoms in the primary care setting, however, apathy (35% of persons with behavioral
symptoms), anxiety (23% of persons with behavioral symptoms), and delusions (22% of persons
with behavioral symptoms) were more common in this setting (74). Similarly, among patients
with mild cognitive impairment, a possible precursor to dementia, affective/anxiety symptoms
such as depression, irritability, and anxiety were most common (75). Among patients in long-
term care facilities over several years, almost all (97%) have neuropsychiatric symptoms (76).
Depression is particularly common among individuals with mild to moderate dementia with a
prevalence of up to 42% (77). Among patients in the outpatient setting, anxiety is also quite

prevalent with 19.5% having clinically significant anxiety and 22.5% subclinical anxiety.
As is intimated by the above data, it is likely that as dementing illness progresses, the burden

of neuropsychiatric symptoms changes from affective and anxiety symptoms to psychosis
and ultimately to agitation, apathy, and aberrant behavior (76,78). This progression has been
demonstrated in a number of longitudinal studies, particularly in the nursing home setting.

2) Impact of behavioral health conditions on course of medical illness and serious illness care

It is estimated that nearly half of Americans will meet criteria for a Diagnostic and Statistical
Manual (DSM) disorder in their lifetimes (79); subsequently, a considerable proportion of
people entering serious illness care will be affected by a behavioral health condition. Most
prevalent are anxiety and depressive disorders, but substance use disorders and trauma-
related conditions are also significant and may be complex.

Treating serious mental illness is particularly challenging in a serious illness context as mental
health conditions are complicated by multiple comorbid medical conditions and potential
cognitive deficits in the seriously ill elderly population; for example, psychotropic prescribing
practices can be heavily impacted by medical comorbidities. However, despite increased
medical morbidity among this patient population, they face challenges receiving appropriate
medical care. Even if medical treatment is available, SMI patients may refuse treatment or lack
capacity to make medical decisions (or have no designated surrogate) which can complicate
the course of treatment and negatively impact patient outcomes.



Substance use disorders in the serious illness care setting may lead to either laxity or over-
restriction in controlled substance prescribing and/or symptom management. Clinicians,
particularly in the oncology and palliative care setting, may feel that it is not a priority to treat
substance use disorders in the serious illness care setting and, consequently, may inadvertently
worsen the morbidity imposed by the substance use (80). Conversely, individuals with underlying
substance use may have inadequate symptom management owing to underprescribing (81).

Pre-existing conditions may complicate seriousillness care; medical illness, treatments, and even
milieu can exacerbate behavioral health conditions. Cognitive impairment such as dementia is
common in the elderly, and in other cases may be the result of congenital disorders or traumatic
brain injury. The medication regimen of a longstanding anxiety disorder in a person with a head
or neck cancer may be disrupted in times when the oral route is unavailable. Steroid treatments
for inflammatory lung diseases could exacerbate a chronic mood or psychotic disorder. People
with dementia are far more vulnerable to delirium from infections and organ insufficiency,
and they may have dubious capacity to consent to or refuse treatments. A history of trauma
can interfere with engagement in care. Personality disorders are played out in a setting of
heightened distress and stakes. Interpersonal conflict and socioeconomic difficulties may leave
someone with poor social support and significant obstacles to follow up.

Just as medical illness, medical treatments, and treatment milieu can complicate pre-existing
behavioral health conditions, so too can they produce new ones. For example, delirium is
common among serious illnesses, especially in people with baseline cognitive impairment and
is linked with poorer outcomes (82)(83)(84). New, and perhaps temporary, cognitive impairment
could result from environmental change (like transfer to an ICU), chemotherapy, radiation, and
treatments such as topiramate for pain secondary to disease etc. Pain itself could contribute
to delirium as can misuse of opioids. Steroids, used frequently in malignancy, infection, and
autoimmune disorders, can cause new onset manic episodes, anxiety, andinsomnia. Neurological
drug treatments such as ketamine and levetiracetam can affect serious psychiatric symptoms
such as psychosis. The strain of a serious illness, concerns about the future, worries about
family members, symptom burden, and change of roles from being an independent person
to being the sick person can induce depressive and anxious feelings, existential distress, and
interpersonal strain. Further, people may be deprived of basic pleasures such as food and
sexual relations, reducing quality of life.

3) Impact of behavioral health conditions on clinical outcomes and cost of care

a) Clinical outcomes

While this study seeks to explore the role of behavioral health in serious illness care and how to
better address the needs of these individuals, it is important to note that patients with chronic
mental illness (schizophrenia, bipolar disorder, schizoaffective disorder and major depressive
disorder) have a two to three-fold higher mortality rate and poorer health outcomes than the

general population (85).



Depression and anxiety are widely recognized as being associated with poor clinical outcomes
and reduced quality of life across a wide range of medical illnesses and diagnoses. For example,
depression is a risk factor of excessive morbidity and mortality in heart failure (86); similarly,
depression is independently associated with a 1.6-fold increased risk for 7-year mortality in
patients treated with percutaneous coronary interventions and anxiety is associated with
increased risk of mortality in people with coronary artery disease (87)(88). Depression and
anxiety also adversely affect the prognosis in COPD, conferring an increased risk of exacerbation
and possibly death (89). Likewise, depressive symptoms are common in the acute phase after
stroke and are associated with persistent depression and increased mortality after 12 months
(90). Older adult patients with schizophrenia have an overall significantly higher mortality risk
(HR: 1.25, ClI: 1.07-1.47) than patients without schizophrenia; more specifically, they are more
likely to die of heart disease/vascular disease and pulmonary disease than patients without
schizophrenia (91).

A 16-month follow-up study of baseline rates of depression and anxiety diagnoses in ESRD
patients having hemodialysis showed significantly lower quality of life and self-reported
health status for people who are persistently depressed (compared with non-depressed or
intermittently depressed cohorts) (92). This is consistent with earlier findings that consistently
high levels of depression are a significant predictor of mortality in ESRD patients treated with
hemodialysis (93).

Depression diagnosis and higher levels of depressive symptoms are also associated with higher
mortality in people with new and existing cancer diagnoses, independent of disease stage and
cancer site (e.g., leukemia/ lymphoma, breast, lung, and brain as well as others such as colon
and pancreas) (94). Patients with serious mental illness, particularly schizophrenia, experience
elevated cancer-specific mortality and die more than twice as from many common cancers
(breast, prostate, lung, colorectal) (95).

Not only are psychological variables such as depression and anxiety linked to increased
mortality; individuals with a depression diagnosis are three times more likely to have adherence
issues with medical treatment than non-depressed individuals. Various studies which analyze
the relationship between depression and medication adherence in different patient groups
confirm these findings (96)(97)(98).

b) Utilization of health care services

Various studies also show a link between mental illness, medication non-adherence, and
emergency department visits. Among individuals with cancer, the presence of depression is
associated with greater healthcare utilization including significantly more annual non-mental
health provider healthcare visits, emergency department visits, overnight hospitalizations, and
30-day hospital readmissions compared to non-depressed individuals with cancer.

Paradoxically, despite increased health care utilization, access to appropriate medical care



maybe lower among people with serious illness and behavioral health issues. For example,
individuals with heart failure and depressive symptoms have a significantly longer delay
between clinical deterioration and hospital admission (99). Similarly, people with acute Ml and
a history of depression are more likely to receive a low-priority emergency department triage
score than those with Ml and other comorbidities, and have worse associated performance
on quality indicators in acute myocardial infarction care (100). Individuals with SMI are less
likely to receive routine cancer screening (101)(102). They are more likely to present with
metastases at time of diagnosis and less likely to receive specialized interventions including
surgery, radiotherapy, or chemotherapy (103).

At the clinical level, effective screening for and management of depression may help reduce
overall healthcare utilization and cost while improving care quality. More broadly, there is
growing recognition of disparities in access to and receipt of quality care for individuals with
behavioral health conditions and calls for assessing healthcare quality separately for persons
with behavioral health conditions by creating a new ‘disparity category’ to better understand
and address these issues at the research and policy level (104).

¢) Cost

U.S. health care spending reached $3.3 trillion or $10,348 per person in 2016 (105). Medicare
and Medicaid most often serve people with advanced serious illness and expenditures for
both programs are expected to rise in the future. There is also a high prevalence of mental
health conditions among fee-for-service Medicare-Medicaid dually enrolled beneficiaries with
41% having one or more mental health diagnoses (106). Research suggests that costs are
highly concentrated among a relatively small proportion of the population. About 60% of
Medicaid’s highest-cost beneficiaries with disabilities were found to have co-occurring physical
and behavioral health conditions and the presence of behavioral health disorders is associated
with substantially higher per capita costs and hospitalization rates (107)(108).

The cost of behavioral health conditions such as major depressive disorders to health insurance
systems and society as a whole are well documented. For example, depressed individuals have
significantly higher costs than non-depressed individuals across 11 chronic comorbid diseases
including congestive heart failure, coronary artery disease, and hypertension (even when
controlling for number of chronic comorbid diseases) (109). Depression is also associated
with significantly higher healthcare costs in fee-for-service Medicare recipients with diabetes
mellitus and congestive heart failure (110). An assessment of three Medicaid programs revealed
differences in Medicaid cost of treating cancer associated with specific chronic conditions such
as cardiac disease, respiratory disease, diabetes, and behavioral health disorders: the cost of
treating cancer alongside a variable chronic disease range from $4,385 for cardiac disease
to $11,009 for behavioral health disorders (111). The mean costs for Medicare and Medicaid
were significantly higher for patients with schizophrenia than for patients without (Medicare:
$63,335 and $49,829, respectively; Medicaid: $130,954 and $19,996, respectively)(91).



4) Impact of behavioral health conditions on family caregivers

‘Family caregivers’, with family defined broadly, refers to family members, friends, partners,
companions, and others who are involved in assisting patients with daily living as part of the
care team. Caring for individuals with serious illness increases the risk of behavioral comorbidity
in family caregivers. About 13% of caregivers of stroke patients experienced considerable
emotional strain (112). Clinically significant symptoms of depression are actually twice as
common in the spouses of patients with advanced cancer as in the patients themselves (113). The
stress of caregiving affects psychological functioning, sleep, physical health, immune function,
and financial status (114). Older caregiving spouses who experience mental strain have higher
risk of dying than those who are not caregivers (115). More than half of the family caregivers of
individuals with advanced-stage cancer had one or more behavioral health conditions including
depression, anxiety, posttraumatic stress disorder, and alcohol use disorder (116). More than
half of family caregivers of people with Alzheimer’s suffer from worsened health, fatigue, and
insomnia; approximately 34% of those caregivers have depression, 44% have anxiety, and 27%
use psychotropic medication (114) (117).

Caregiving creates a psychological burden for family caregivers who often receive little training
in how to perform tasks safely and often lack support services (118). Researchers have been
studying family caregivers’ needs and the types of supportive interventions to address those
needs. Around 20% of family caregivers of individuals with cancer want formal psychological
support, particularly distressed caregivers (119). In general, there has not been sufficient
research on family caregiver needs, particularly non-spouses. However, current studies provide
implications for the importance of screening family caregiver in order to identify service gaps.
One model of systematic assessment of caregiving within a family systems framework is
developed by Qualls and Williams (120). Caregiver needs assessment should be embedded in
long-term care and services as well as other serious illness care settings (121).

IV. Behavioral Health and Serious lliness Care Model (B

The primary focus of this paper is to describe a model for integrating behavioral health care
into serious illness care. Within the past decade, various integrated behavioral health and
general medical care models have been developed, tested, and applied to increase access and
improve health care quality for the growing population with behavioral health conditions and
comorbid chronic diseases. These include the Collaborative Care Model (122), the Improving
Mood Promoting Access to Collaborative Treatment (IMPACT) model (122), the Primary Care
Access Referral and Evaluation (PCARE) model (123), Partners in Care (124), and the Prevention
of Suicide in Primary Care Elderly Collaborative Trial (PROSPECT) model (125), among others.
In addition, large-scale public and private programs such as The Primary and Behavioral Health
Care Integration (PBHCI) grant program, the Medicaid Health Home model, and the Patient
Centered Medical Home (PCMH) have evolved to support the implementation of integrated
care.

Although specific approaches and services vary across those programs, they share common



essential structural components such as multidisciplinary teams, coordination of care with
specialists, and linkages to community and social services. While significant progress has been
made in developing models to integrate behavioral health into general medical care, these
efforts have generally not extended to serious illness care settings.

The BH-SIC model especially builds on two distinct models that exemplify the development
of integrating behavioral health into general medical care and serious illness care- the United
Hospital Fund Continuum-Based Framework for Advancing Integration of Behavioral Health
into Primary Care (126), and the Coalition to Transform Advanced Care (C-TAC) Serious lliness
Program Design & Implementation Framework (127). Also, the work from American Academy
of Hospice and Palliative Medicine (AAHPM) has informed components of the BH-SIC model
(128)(129).

Figure 1: Care Continuum
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Care
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The proposed BH-SIC Model described below incorporates essential program elements with
the goal of maximizing flexibility for application and implementation.

The model provides a conceptual outline of key components that serve as ‘building blocks’
to support behavioral health integration into serious illness care. These key components can

be applied and adapted to the various stages of the advanced care continuum as defined by
C-TAC which span from Primary Care at the low-intensity end of the care spectrum to the
various stages of palliative care including Chronic Care, Complex Care Management, Advanced
Care and Hospice at the high-intensity end of the care spectrum (130). Furthermore, the BH-SIC
Model’s design recognizes local variations in existing serious illness care programs and related
factors including severity of medical/behavioral health diagnosis, care setting (e.g., hospitals,
outpatient settings, post-acute facilities, community-based or home-based care settings, and
nursing homes, etc.), as well as existing program design, internal capabilities, and payment
arrangements.



The proposed BH-SIC model takes these varying modalities into consideration by providing
a set of key components and sub-components that can be adjusted and applied to different
settings and stages across the care continuum. For example, over the course of the disease
trajectory, individuals at the interface of serious illness and behavioral health care may receive
care in a number of settings including outpatient clinics, inpatient acute care settings, long-
term care facilities, and at home. Additionally, the modalities and care teams may shift (for
example, patients interacting primarily with oncologic teams for potentially curative cancer
treatment may, at some point, transition to receiving the majority of their care from a hospice
program). With care transitions from one provider or setting to another, resources available for
behavioral health services during one portion of a patient’s disease trajectory may suddenly
become unavailable. Additionally, maintaining a behavioral health team with whom a patient
or family unit form a therapeutic alliance may be contingent on a particular setting or phase of
their illness.

The model is guided by four principles adapted from the principles identified by C-TAC (130):
1) person/family-centered care reflecting individual goals, values, preferences and concerns, 2)
interdisciplinary team-based care, 3) coordinated and integrated care, and 4) value-based and
accountable care.

Figure 2: BH-SIC Model - Concepts

Patient Population with Behavioral Health

Conditions in Serious lliness Care Settings

Person/Family Oriented Care '

Clinical Functions
e Screening and referral
¢ Longitudinal care management
¢ Integrated behavioral health care
e Self-Management support
e Caregiver support

o

Interdisciplinary teams
with training in key
competencies

Policies for accountability
and payment

Structures for HIT, quality
improvement, linkages
with social services



1) Person/Family-centered care process
a) Provider and patient communication

Serious illness care spans evolving stages of a disease and different care settings. Shared
decision-making regarding all aspects of care, including behavioral health care, is paramount to
achieving the goal of incorporating what really matters to the person into care process. Effective
communication lays the foundation for ensuring that an individual’s wishes are revealed in terms
of their personal values and goals. The model also includes family caregivers’ perspectives and
needs due to the vital role in providing care, and the impact that behavioral health issues of
individuals with serious illness can have on them (particularly for their own health and lifestyle).
An accurate understanding of an individual’s motivations and up-to date care plans can help
guide discussions about realistic goals and expectations, treatments options, and needs for
other support services. Individuals and family caregivers should be engaged throughout the
care process to ensure shared decision-making and continuous treatment alignment that will
result in care that is responsive to a person’s evolving goals, wishes and values. In the context
of serious illness care, effective communication to honor the individual’s wishes can and should
be supported by systematic advance care planning. However, the lack of advance care planning
earlier among individuals with comorbid behavioral health illness often means that care decision-
making is made by proxies if an individual lacks the capacity to participate in these discussions
due to cognitive impairment, effects of medications or other treatments, and potential psychosis
or delirium.

2) Clinical functions

Figure 3: BH-SIC Model - Key Clinical Functions

Longitudinal care

management
Case findin Integrated
screenin = evidence-based
9 behavioral
referral to care FaR s

BN &

Person/Family-
Oriented Care

Self-management (In)formal
and support caregiver support



a) Case finding, screening, and referral to care

Early detection and referral aim to address behavioral health issues before they can exacerbate
morbidity and interfere with engagement in treatment for serious medical illness. Obtaining a
past history of behavioral health conditions and treatments should be routine. Standardized
screening protocols should be in place and do not necessarily require behavioral health specialists
for effective execution. In outpatient settings, screening by pharmacists helped introduce
patients to treatment earlier (131) and screening and assessments by staff of various disciplines
(pharmacist, social worker, occupational therapist, registered dietitian) in an outpatient palliative
radiation setting were associated with improvement in symptoms of anxiety and depression
(132). The model includes screening tools, trained personnel, and a protocol of referrals to a
network of behavioral health specialists.

Screening tools

Screening tools should be standardized and easy-to-use instruments that most or all members
of the team can administer. Screening with these tools would supplement taking the medical
history and physical examination, which would also glean risk factors and symptoms that require
attention.

The ideal behavioral health screening tools would be valid in a medically ill population. For
example, such a tool would not rely heavily on physical symptoms to indicate anxiety or

depression. It would also be tolerable in the setting of serious medical illness. A seriously
medically ill person should not be expected to engage attentively in a lengthy interview. Given
the relative dearth of behavioral health specialists such as psychologists and psychiatrists, these
tools should not require extensive training for accurate use.

The tools that most frequently appeared in literature do not require extensive training for
use: these are the Hospital Anxiety and Depression Scale (HADS), the Edmonton Symptom
Assessment Scale (ESAS), the Patient Health Questionnaire (PHQ), the Generalized Anxiety
Disorder 7-item (GAD-7), and the Beck Depression Inventory (BDI). Most of these may require
too lengthy a recall period for very ill or cognitively impaired patients. The BDI (133) and
HADS request the person to recall symptoms within the past week, and the PHQ (133) and
GAD-7 require that the person recall symptoms going back two weeks. The ESAS asks for an
assessment in the moment.

In general, there are no assertive data supporting the use of specific depression or anxiety
screening tools over others among the reviews and meta-analyses. The relevant articles covered
the use of screening tools for depression, anxiety, and delirium in patients with cancer, acute
stroke, acute myocardial infarction, and Parkinson’s. Screening for depression in cancer was
covered most robustly with mixed reviews of the HADS (133-135), poor reviews for the ESAS
(136,137), and advice to use the 2- or 9- question version of the PHQ (138) or BDI. For anxiety
screening in the setting of cancer, use of the GAD-7 was advised (138), there were mixed



reviews for HADS (134,135), and again the ESAS was not recommended (136,137). Regarding
screening for depression after acute myocardial infarction, the BDI and HADS were found to
be the most commonly used, but studies of their use were not of sufficient quality to draw
conclusions about the validity or usefulness of these tools in such a population; again, the PHQ-
2 or PHQ-9 were suggested (139). For screening for depression in Parkinson'’s disease, an array
of tools was considered valid, including the above mentioned BDI and HADS (140).

Substance use disorder is a significant category of behavioral health issues not covered in the
screening tools mentioned above. Tools for detecting substance use have been applied in the
serious illness care with some effectiveness. Use of the Kreek-McHugh-Schluger-Kellogg (KMSK)
scale (141) in a group of patients with viral hepatitis uncovered more cocaine, alcohol, and
heroin use than did the medical record alone (142). Recommended scales are brief and easily
administered tests for patients with cancer include the CAGE (for alcohol use), the CAGE-AID
(includes other substances), and the urine drug screen (143).

Identifying cognitive deficits and dementia isimportant for treatment planning and management.
A tool such as Cumming’s Neuropsychiatric Interview (NPI) — a 20-minute structured interview
— may be too long and involved to qualify as a brief and easily administered screening. The
Mini-Mental Status Exam (MMSE), which takes about five minutes to perform, was not found
to be useful in asymptomatic populations (144) but can be helpful for assessing the degree
of impairment in those already with mild cognitive impairment (145). The Montreal Cognitive
Assessment (MoCA), which also takes only a few minutes to perform, was a more reliable tool
than the MMSE for detecting cognitive impairment in those who have already experienced
cerebrovascular events (stroke or transient ischemic attack) (146) or who have Parkinson’s (147).

Initial assessment and follow-up

In typical outpatient medical practice, patients are referred to a behavioral health provider for
evaluation and management. Alternatively, if patients cannot find a behavioral health provider
or are reluctant to see one, an involved physician/nurse practitioner/physician assistant may
take over prescribing psychotropics, and/or a professional with some behavioral health training
may provide psychotherapy. Though not ideal, this is a practical approach given limited access
to behavioral health-specific providers.

Access to specialist behavioral health providers is often especially problematic in the home/
hospice setting. Multidisciplinary hospice teams seldom include a psychiatrist or a psychologist;
however, other members of the team can fill some of the gaps. For example, nurses and non-
psychiatric physicians can make medical adjustments such as improving shortness of breath to
relieve anxiety; social workers and chaplains can help with social stressors, support needs, and
existential crises; practitioners of complementary therapies can offer extra care and support.
They can apply their disciplines to behavioral health manifestations that fall within their domains
with some success. For example, anxiety and depression of cancer patients improved in the
setting of collaboration of oncological and palliative providers (148). Patients may even find it
more acceptable to receive behavioral health in a non-behavioral health setting. One cohort



of breast cancer patients found it preferable to receive antidepressants from their oncologists
rather than from a behavioral health provider (149).

However, more serious or nuanced issues including severe persistent mental illness, dementia
with behavioral problems, personality disorders, anxiety that cannot be attributed to worsening
physical discomfort, and substance use disorders are best managed by a psychiatrist or other
highly trained behavioral health specialist.

Easy access to highly trained behavioral health specialists or multidisciplinary behavioral
health teams would enable timely initial assessments and follow up. The bar to access could
be lowered by having such clinicians and team members on-site with or integrated into the
medical teams. Collaboration between the medical team and the behavioral health specialist
should not only facilitate assessment, referral, follow up, but also appropriate observance of
shared protocols, and coordination in addressing the patient’s needs.

b) Longitudinal care management

Longitudinal care management comprises two sub-categories: 1) coordination of care over
the arc of an illness over time and across settings, and 2) facilitation of acute clinical crisis
management.

People with comorbid serious medical illness and behavioral health problems are at high risk
of adverse outcomes stemming from the complexity of their needs. The care of such patients
is composed of contributions from multiple professionals including physicians, physician
assistants, nurse practitioners, nurses, case managers, social workers, behavioral health staff,
pharmacists, and physical or occupational therapists. Without appropriate coordination, care
may be fractured across providers, increasing risk of care gaps or of iatrogenicharm. Additionally,
as the behavioral health and serious illnesses develop, changes in needs, involvement of family
caregivers, and changes in settings increase the complexity of care.

Care management is a “team-based, person-centered” approach to facilitating a coherent care
plan reflecting a person’s goals and wishes across the span of anillness, including longitudinally

adjusting to changes in individuals’ needs and to transitions across and between healthcare
settings. Care management involves population-level identification of modifiable risk factors
for high utilization and poor outcomes, and then aligning services and training personnel
to address these risk factors. Evidence from studies of care management interventions
suggests that high complexity individuals, such as those with comorbid serious illness and
behavioral health issues, benefit most from care management in terms of utilization reduction
and improvement in behavioral health symptoms (150). Most important is the need to ensure
“relentless” follow-up to avoid having them “fall through the cracks.” Having a designated
care manager or navigator assigned to an individual to coordinate care across multispecialty
care teams, services, and settings, could strengthen those efforts.

Care management teams may have to manage a crisis which requires immediate intervention.



Behavioral health crises may include violence, aggression, suicidality, and acute mental status
changes. Among individuals with comorbid behavioral health issues and serious medical
illness, medical and behavioral crises may be intimately related. Medical crises such as
uncontrolled pain or dyspnea may contribute to behavioral health crises; conversely, individuals
in behavioral health crises, for example, may be too impaired to adhere to their regimen,
thereby precipitating medical crises. For this reason, crisis management in this population
requires the same interdisciplinary approach required for long-term care management. Such
an approach integrates both medical and behavioral health providers in shared, person/family-
centered problem solving regardless of care setting. Flexibility is required for high quality crisis
management. Care teams, patients, and family caregivers should collaborate on medical and
behavioral crisis prevention and management plans.

¢) Integrated evidence-based and measurement-based care

Integrated evidence-based and measurement-based behavioral health care is an essential
component of clinical functions of the BH-SIC model, which contains two sub-components:
supporting measurement-based stepped care and providing access to evidence-based
psychopharmacological and psychosocial interventions. Implementation of care pathways or
protocols which relate to a series of evidence-informed steps and can involve multidisciplinary
teams at various care levels (i.e. primary, secondary, etc.) are important to support decision-
making of integrated evidence-based and measurement-based behavioral health care for
patients with complex diagnoses.

Evidence-based psychopharmacological and psychosocial interventions

Pharmacologic interventions can be used in treating depression, anxiety, delirium, and agitation
in people with serious illnesses. In people with dementia, antidepressants can be effective in
the treatment of depression, though few studies identify specific agents (151). Similarly, the
effectiveness of antidepressant has also been validated in people with cancer (152). As for
treatment of psychotic symptoms, short-term, low-dose use of antipsychotics for controlling
the symptoms of delirium in cancer patients has been supported by evidence. Health care
providers should closely monitor for possible adverse effects, especially in older persons with
multiple medical comorbidities (153). Similarly, various antipsychotics show benefit in managing
psychotic symptoms in older persons with dementia. However, attention should be paid to
the potential side effects and risks, which include increased mortality and cardiovascular and
cerebrovascular events (154).

Psychosocial interventions are effective in improving mental health among individuals
with serious illnesses. However, the evidence differs in terms of the types of psychosocial
intervention that are effective in a particular patient population. A variety of psychotherapies,
such as cognitive-behavioral therapy, educational interventions, and meaning-centered
group psychotherapy , are effective in improving psychological well-being in individuals with
advanced cancer (155) (156) (157) (158) (159). Collaborative care for comorbid major depression
in people with cancer is also effective(160). However, there is not enough evidence to prove



that psychosocial interventions are effective in improving mood in people with head and neck
cancer (161). For persons with dementia, enriched group cognitive stimulation is recommended
for mood improvement (162). Psychological interventions are effective to improve self-reported
depressive symptoms, anxiety, and stress in people with coronary heart disease (163). Cognitive
behavioral interventions have small effect in anxiety but not depression in individuals with COPD
(164). There is lack of evidence to show the benefit of psychotherapy for treating depression
after stroke (165).

Even though ample evidence supports the efficacy of psychosocial interventions for individuals
with seriousillnesses, overall, the quality of evidence islow and the heterogeneity of psychological
outcomes is high. Although some types of psychosocial treatment, such as psychoeducational
therapy, consistently found to be efficacious, the magnitude of the effect varies, and, in most
cases, the effects are transient.

Complementary care may also improve behavioral health symptoms, as well as alleviate pain.
Musicinterventions are effective in reducing anxiety, depression, pain, and fatigue among people
with cancer, and also lead to fewer depressive symptoms among older people with dementia
(166)(167). Other therapies, including massage, acupuncture, yoga, and physical exercises,
may be effective in decreasing pain, fatigue, anxiety, depression, and psychological stress
in people with cancer (168)(169)(170)(171)(172). Aside from psychosocial and complementary
interventions, spiritual interventions may improve spiritual well-being, anxiety and depression
(173). Recent studies have demonstrated that psilocybin (a substance derived from hallucinogenic
mushrooms used recreationally) improves cancer-related mood and anxiety symptoms (174). A
limited but growing body of evidence on complementary care suggests it may be of use in
treating behavioral health problems among patients with serious illnesses, particularly cancer.

People with serious mental illness (SMI), such as chronic psychotic disorders and bipolar disorder,
may require ongoing psychiatric care throughout their medical iliness. Importantly, they are also
at risk for not receiving needed specialty medical care, emphasizing the importance of linkage
and integration. Medical illness may put individuals with chronic psychotic disorders and severe
mood disorders at higher risk of acute exacerbations. In addition, patients with SMI are at risk
of receiving suboptimal medical care (175). Changes in renal and hepatic function, as well as
increasingly complex medication regimens increase the risk for adverse effects, necessitating
adjustments of long-standing psychopharmacologic regimens. In addition, among individuals
with certain serious illnesses, oral medication regimens may not be feasible because of alterations
in gastrointestinal structure and function, and swallowing issues. Strategies exist to mitigate
these challenges including orally dissolvable medication formulations, short and injectable
antipsychotics or mood stabilizers such as valproic acid. While dose alteration and cross-titration
between medications may be necessary for persons with comorbid SMI and serious illnesses,
most of them can be maintained on an efficacious and safe psychopharmacologic regimen
throughout their medical illness.

Though substance use disorders (SUD) are poorly studied in the seriously medically ill, they



likely occur at similar rates as in the general population (176). Individuals with substance use
pose significant ethical and clinical challenges to clinicians in the serious illness care setting.
Appropriate serious illness care for individuals with comorbid substance use disorders entails

both active treatment of the substance use disorder, but also active symptom management,
including with directed use of controlled substances.

The therapeutic alliance between a medical team and an individual with both SMI and SUD may
be more challenging than among other patients. Some medical teams will not initiate symptom
management until the SUD is managed, and the medical teams themselves are unlikely to offer
such management. Medically, ongoing SUD may exacerbate an already complicated illness
either by direct effects or interactions with medical treatment. Practically, ongoing SUD (and
its sequelae) may interfere with a person’s ability to follow up with appointments, reliably
adhere to treatment, and pay insurance premiums and copays.

One particularly fraught part of treating people with both SMI and any history of SUD is the
management of pain. SUD may leave them with altered pain thresholds and medication
tolerance, making it more likely that they will be inadequately treated. Concerns by the medical
teams are that they are contributing to an addiction, colluding with diversion activities, or in
danger of causing an overdose may lead to poorly treated pain. Inadequate pain treatment
may trigger relapse or exacerbate an existing addiction along with straining a therapeutic
alliance (177). An interdisciplinary team approach with both palliative medicine and behavioral
health and SUD expertise should follow the principles of prescribing controlled substances for
individuals with SUD history. Important elements include: a clear care plan that explains the
roles of care team, expectations of treatment, expectations for follow up, and consequences of
aberrant drug-taking; involving the person’s family caregivers in the care; and using nonopioid
analgesics and adjuvants, of which there are many options (178).

Measurement-based. stepped care

Measurement-based care refers to the use of systematic data collection of symptom rating
scales (e.g., depression, anxiety) to monitor care progress and directly inform care decisions.

Measurement-based care provides insight into treatment progress, highlights ongoing
treatment goals, and improves health outcomes (179). Key steps of developing measurement-
based care in serious illness care settings include establishing and implementing standardized
evidence-based treatment interventions (with access to informal “curbside” consultation with
behavioral health specialists), and integrating the behavioral health symptom monitoring data
system into electronic health records. (180).

d) Self-management support

Self-management support is a crucial part of the person/family-centered care process, which
aims at increasing autonomy and improving quality of life. Self-management support for
individuals with serious illnesses and their families consists of two components- promoting
patient activation and developing self-management skills. Patient activation- building the skills



and confidence that equip individuals to actively engage in their health care- has shown to
produce improved health outcomes and care experiences (181). Self-management for individuals
with serious illnesses and their family caregivers contains multiple facets of management, such
as managing the medical aspects of the illness, the changes in roles brought on by the illness,
and the psychological consequences of the illness. Informed individual decision-making is
essential for persons to play an active role in their care, and thus it is important for health care
professionals to educate patients about serious illness as well as behavioral health issues to
improve health literacy.

e) Family caregiver support

Family caregiver support is an integral component of serious illness care model. Family caregivers
play a key role in the care process and may require support from health care professionals.

New models of home and community health care delivery and emerging communication
technologies make the choice of receiving care at home increasingly possible for individuals
with serious illnesses. However, support for their family caregivers is often lacking. Family
caregivers of patients linked to palliative care often feel unprepared to care for individuals
with serious illnesses, even though they receive some systematic support. But family caregivers
of patients not receiving palliative care may lack any systematic caregiver support (182). One
source of stress for family caregivers is the complex care tasks and the challenges of training
and preparation to manage these medical/nursing tasks. To meet the needs of individuals with
serious illnesses, it is important to conduct a caregiver risk assessment at the time of diagnosis,
and their family caregivers must receive expanded access to supportive services. Care team
should provide health coaching for family caregivers to recognize and respond to behavioral
health symptoms in patients and themselves (183). Other members of the care team, such as
home health aides, should be skilled in de-escalating minor agitation and provided with access
to more advanced resources. Assistance with conflict resolution within the family regarding the
goals of care and demands of the caregiving situation can alleviate stress. Appropriate toolkits
can also be applied to facilitate the discussion between patient/family and the care team.

Family caregivers themselves need informal emotional support or treatment interventions
to address their own behavioral health issues that likely develop from intensive caregiving.
Research supports the moderate effect of psychosocial interventions on caregiver psychological
well-being. Among psychosocial interventions, psycho-educational interventions have shown to
yield positive results in alleviating depression, anxiety and care burden among caregivers of
individuals with heart failure (184). Some of the interventions for caregivers show varied effects
by chronic illness condition or disease stage. For example, coping skills training intervention has
been shown to be more beneficial to caregivers of people with Stage Il or Stage Ill cancer, while
the education and support intervention is more effective to caregivers of individuals with Stage
| cancer (185). Psychosocial support for caregivers should also be disease specific. In addition
to psychosocial interventions that directly aim at mitigating caregiver distress, other types of
supports also hold promise in improving caregiver psychological wellbeing. For example, the
technology support (e.g., emergency response systems) can reduce individuals’ dependency on



caregivers, respite care may provide relief for caregivers, and online support groups may also
alleviate caregiver stress (186).

Bereavement, the experience of losing a loved one to death, has physical, psychological, and
social consequences. Common resources for caregivers to deal with bereavement include

bereavement support groups and the bereavement support that starts at the beginning of
hospice care and continues for up to 13 months following the death of a loved one. Early
initiation of hospice care is linked with improved bereavement outcomes (187). As a response
to bereavement, grief (e.g., anticipatory grief, prolonged grief disorder), including a variety of
psychological and physiological symptoms, evolves overtime. The majority of people recover
from grief without clinical support. However, about 7% of bereaved older adults will develop
prolonged grief disorder (188). Prolonged grief disorder is characterized by intense grief
that lasts longer than expected based on social norms. Psychotherapy has been shown to be
efficacious as the first-line treatment for prolonged grief disorder (189). Psychoeducation also
shows potential in reducing prolonged grief disorder (190).

Figure 4: BH-SIC Model - Overview of Key Components
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3) Workforce to support clinical functions

Integration of behavioral health into serious illness care models presents significant personnel
challenges. Beyond simply requiring the addition of behavioral health experts to teams,
behavioral health care integration also requires training of all team members in basic behavioral
health skills and knowing how and when to engage team members with more expertise in
behavioral health. The ability to address needs of patients at the interface of behavioral health



and serious illness care can be further strengthened by including geriatric and pain management
competencies.

a) Interdisciplinary team

The complex multidimensional needs of individuals with comorbid serious medical illness
and behavioral health problems cannot be met by individual providers working in silos. Such
individuals require an approach that integrates a range of clinical expertise paired with other
services. Providing this range of care requires that teams compose of clinicians with varied
backgrounds and expertise including, though not limited to, physicians and other licensed
independent practitioners across specialties (including psychiatry), nurses, medical and
behavioral health aides, social workers, counselors, psychologists, family caregivers, care
managers, chaplains, and peers to support families and patients.

‘Interdisciplinary’ refers to care that is organized in a way that deliberately integrates the
expertise and skills of professionals with different training and skills, including many or all
of those listed above. Interdisciplinary team approach is fundamentally heterogeneous and
operating across a range of models. However, successful interdisciplinary team approaches
share characteristics including common vision, delineated objectives, leadership, support,
defined roles, communication, respect, adaptability, and self-evaluation (191). Additionally,
limited data exist on optimal function of specific aspects of interdisciplinary teams. For
instance, data on interdisciplinary team meetings across chronic illness diagnoses show that
such meetings are most efficacious in improving patient care when they are treatment-focused,
well-documented, clearly planned for implementation, accountable, and when they consider
patient comorbidities (192).

For individuals with comorbid serious medical illness and behavioral health problems,
interdisciplinary teams must address both their medical illness and their behavioral health
needs. Interdisciplinary team members must include clinicians capable of prescribing psychiatric
medications (psychiatrists, psychiatrically-trained nurse practitioners and physician assistants,
non-psychiatrist physicians with behavioral health training), providing psychosocial treatment
of behavioral health conditions (psychiatrists, psychologists, social workers, nurses, and other
professionals), and providing medical care (physicians, other independent practitioners, nurses).
Supportive and interdisciplinary professionals such as care coordinators and case managers,
social workers, spiritual care providers, legal advisors, and others further enrich the capacity of
the team to provide adequate holistic, person-centered care services including social support
services.

b) Workforce competencies

Workforce education and training in behavioral health care for patients with serious medical
illness consists broadly of two approaches: training providers from medical backgrounds
(including palliative care, primary care, and specialty medical care such as geriatrics, oncology
and cardiology) in behavioral health and training behavioral health providers in serious illness



care. Effective behavioral health care in the serious illness care framework must provide all
members with core common-skills as well as allowing for expert involvement when complexity
increases. In this vein, cross-disciplinary training for both behavioral health and medical
providers is important for several reasons. Training can increase the number of providers that
can implement basic, high-yield interventions to address behavioral health and serious illness
care needs. It also breaks down disciplinary silos between medical and behavioral health care
by creating a shared framework of knowledge and skills. Creating a culture of cross-disciplinary
training and education also allows for instituting high yield education on topics germane to
both behavioral health and medical providers, such as psychosocial aspects of end-of-life and
serious illness care including goals-of-care and end-of-life discussions.

Education for behavioral health providers working in the serious illness care setting should
focus on extending knowledge and skills regarding diagnosis and management of behavioral
health issues common to the serious illness setting. Such training should include diagnosis
and management of behavioral health manifestations of serious medical illnesses including
delirium, anxiety, mood disorder, and psychopathology secondary to medical conditions (193).
Additionally, education should focus on the interactions between comorbid behavioral health
disorders and serious medical illness. Individuals with comorbid behavioral health and medical
illness may have a difficult time accessing and engaging with care, and thus behavioral health
experts should be educated in assisting them and their care teams with such challenges.
Education on serious illness care for behavioral health providers should vary in intensity
depending on the level of training and degree of involvement. According to the Accreditation
Council for Graduate Medical Education (ACGME) and scholarship in the field, all psychiatric
trainees should have core competencies in palliative care psychiatry and opportunities for
further advanced training through fellowships and continuing medical education (193,194).
Such mandates reflect that psychiatry trainees are interested in further training on end-of-
life care and generally feel underprepared to provide psychiatric care to persons with serious
medical illness (194,195).

Given the dearth of behavioral health providers nationally, particularly in serious medical
illness setting, it is imperative that non-behavioral health providers be trained in basic core
behavioral health skills. Such training should include basic information on screening and
assessment of behavioral health morbidities in the serious illness care population and basic
training in psychopharmacology and psychosocial interventions (193,196). The focus should
be on common behavioral health issues (such as mood and anxiety disorders), high-yield,
teachable interventions (such as basics of prescribing antidepressants and anxiolytics in the
seriously medically ill population), and brief, operationalized psychosocial interventions (such
as motivational interviewing).

Education on common skills at the interface of behavioral health and serious illness care
are key for both behavioral health and medical providers. All providers should be trained in
general psychosocial care of seriously ill or dying patients, such as goals-of-care discussions
and advance care planning (196). Additionally, regardless of degree of training, all members



of the team should be trained in risk management, de-escalation techniques, and recognition
of serious behavioral health pathology (193). Such training may differ depending on the scope
of practice of individual team members but should include basics of assessment of suicidality,
dangerousness towards others, psychosis, and delirium. Effective communication and care
coordination between providers are paramount when caring for individuals with comorbid
behavioral health problems and serious illnesses. Therefore, all providers should also be trained
in effective methods to facilitate communication across medical silos between general medical
and behavioral health providers.

4) Structures to support clinical functions
a) Health information technologies and other technology support

Health information technologies (HITs) and other technology supports are important structural
components to maintain systematic tracking and sharing clinical information among members
of the care team across different care settings. To capture diagnoses and treatment options
for patients at the interface of serious illness and behavioral health care, behavioral health
concepts and terms need to be built into HIT systems. Ideally, electronic health records (EHRs)
would capture data based on standardized behavioral health screening and assessment
tools related to individuals’ function, cognition, frailty, symptom distress, socio-economic
determinants, disease types, as well as their family caregivers’ capacity and burden. Using
a standardized approach, EHRs should capture individuals (and family caregivers’) highest
priorities for future care in the context of a serious and often progressive illness, as well as the
patient’s health care proxy appointee. In addition, EHRs should possess registry functionality
to support longitudinal care management for behavioral health issues and to enable easily
understandable data dashboards to display treatment progress (or lack thereof) over time.
EHRs should be interoperable to allow care team members to work in multiple settings across
the care continuum. In this way, the individual’s care needs can be addressed in a comprehensive
and efficient manner. Interoperability may extend to granting access to co-located psychosocial
information in EHRs to round out fully integrated care approaches to include social services.
Ideally, data sharing platforms would include secure mobile devices to connect all care team
members. Additional technologies enabling passive collection of data and patient reported
outcomes and potential technology-mediated behavioral health interventions (e.g., mental
health apps such as Anxiety Reliever, CPT Coach, iCBT etc.) should be integrated into the care
team “toolbox” as they are developed.

b) Linkages with communities/ social services

Identifying and establishing partnerships with local community and social services that can
initiate and maintain formal arrangements with housing, entitlement, and other social support
services tailored to an individual’s needs is another important component of our BH-SIC
model. Individuals with SMI and serious illnesses are not only at high risk of disruptions to their
psychosocial treatments, but loss of long-standing community care providers and supportive
housing programs. Due to the unique combination of serious illness and behavioral health



issues, this patient population is also at high risk of various forms of abuse as well as neglect,
financial exploitation and abandonment. Screening for social determinants of health with tools
such as Health Leads and others could potentially help alleviate some of these risks (197) (198).

For individuals at the interface of behavioral health and serious illness, loss of housing/
homelessness, self-neglect, food insecurity, etc. can be seriousissues related to certain behavioral
health diagnoses including schizophrenia. Patients can be supported by ensuring basic needs
like food and housing services, maintaining stability in the treatment team, and inviting long-
standing care providers (such as community psychiatrists and case managers) to continue the
relationship with their patients across the care continuum and care setting. Individuals facing
impaired function and frailty may benefit from home safety and access modifications and the
availability of home maker services that would allow them to live and receive treatment and
care in the residence of their choice (“Aging in Place”) rather than an institutional setting such
as a nursing home. This gap is particularly pertinent for people with SMI - e.g., Medicaid
beneficiaries with schizophrenia between the age of 40-64 are four times more likely to be
admitted to a nursing home compared to those without a mental illness (199).

However, formalized arrangements and funding for these kinds of community-based support
services and partnerships is often lacking. For example, many services such as transportation,
personal care, family caregiver support etc. are either not currently covered (Medicare) or
reimbursed at much lower rates than needed (Medicaid). The dearth of these support services
can lead to “revolving door” nursing home stays, hospitalizations, and emergency room visits.
Not only are these transitions extremely costly for the public and private health care systems, but
more importantly, they result in poor quality of life and overall patient outcomes. Researchers
and advocates increasingly focus on rebalancing mechanisms to shift services and resources to
community settings (200)(201). Beginning in 2019, CMS will allow Medicare Advantage plans to
cover certain home- and community-based services including assistance with activities of daily
living (eating, bathing, dressing) and instrumental activities of daily living (meal preparation,
housekeeping), which could be the beginning of expanding these services for Medicare in
general (202).

¢) Systematic quality improvement

Application of relevant quality metrics along with improvement strategies targeted specifically
at the care for individuals with behavioral health issues are important structural components to
support clinical functions in serious illness care. The routine uses of validated quality measures
(structure, process, and outcomes including quality of life as well as individual and family
experience), supported by datafromintegrated EHRs and other sources (e.g., patient surveys) for
tracking, coordination, and evaluation, are essential to guiding systematic quality improvement
efforts (“Measure. Analyze. Improve. Repeat.”). However, the quality measurement and
improvement infrastructure at this interface lags behind other components of the health care
system. This can be partially attributed to a confluence of factors specific to the BH-SIC context
which poses many challenges for the delivery of evidence based behavioral health treatment.



Those challenges include the treatment of a very diverse patient population with varying
severity of illnesses (both physical and behavioral), frequent changes/adjustments in treatment
modalities, and diverse providers of care and other support services involved in care delivery,
often having limited training in quality improvement tools and techniques. Furthermore, very
few measures with a strong evidence-based link between process performance and patient-
(reported) outcomes exist for this specific patient population. Quality improvement efforts at
the provider level could be strengthened by having designated quality improvement personnel
to assist with the implementation, monitoring, and evaluation of these efforts across multi-
specialty care teams and settings.

5) Policies
a) Accountability

Assuring accountability across providers and payers is an essential component of the serious
illness care model. Within the fragmented US health care system, it is critical to establish
mechanisms of shared accountability across the silos of current organizational, regulatory,
and financial structures. This is particularly relevant in the context of serious illness care which
is provided in very different types of settings (e.g., general/psychiatric hospitals, outpatient
settings, post-acute facilities, nursing homes, hospice, and community and home-based care
settings) and funded by multiple sources (Medicare, Medicaid, private health insurance, out-of-
pocket etc.). Appropriate accountability mechanisms require a set of multi-faceted components
and interventions that include a) adequate ways to measure the quality of both physical and
behavioral health care services provided to seriously ill patients and their caregivers; b) systems
to support and incentivize quality improvement in both general medical and behavioral health
domains of care; and c) application of these mechanisms in a way that supports the shared
responsibility of all team members involved to meet quality and performance standards for all
aspects of care (including behavioral health care).

Two recent projects, NCQA's Serious lliness Care Measures Project (203) and NQF’s Serious
lliness Care Initiative (204) are both aiming to reinforce system accountability through
strengthening quality measurement efforts of care delivered to seriously ill patients regardless
of setting, program or type of clinical provider. However, mental health thus far, has not been
a significant focus.

b) Payment

The way health care services are financed is a key determinant of access, quality, and cost of care.
Novel payment models are moving away from existing long-standing volume-based payment
arrangements (as exemplified by fee-for-service payments) to payments that are more closely
related to outcomes at the individual and population level (value-based payment models). These
payment models aim to encourage high quality and efficient care that incorporates adequate
resources for needed services by rewarding quality, safety, efficiency, and improved health
outcomes.



Novel payment arrangements for serious illness care (such as those by the American Academy
of Hospice and Palliative Medicine and C-TAC that were recently recommended to The U.S.
Department of Health and Human Services Secretary) will need to incorporate behavioral
health related costs which are often carved out in existing payment models. Neither the
AAHPM model nor the C-TAC model address behavioral health specifically; however, they
do allow for interdisciplinary teams comprised of disciplines relevant to the care of these
patients and their families. This could provide a mechanism to have behavioral health as
a covered component under these payment models. Yet, none of these models can be
separated from changes in care delivery and necessary investments in measurement and
reporting infrastructure. In addition, new payment models need to be able to operationalize
the definition of value in behavioral health and serious illness care.

V. Implementation and Policy Challenges

1) Stigma and assumptions regarding behavioral health clinical syndromes

Care for individuals with comorbid behavioral health problems and serious illness may be
influenced by biases about mental illness. This is particularly true in the case of persons
with severe mental illness and substance use disorders. Individuals with SUD and/or SMI are
subject to biases by clinicians including assumptions that such conditions are non-improvable
and/or preclude engagement with providers around serious illness care decision-making, care
planning, and symptom management, and exclusion from clinical trials. Assumptions made
about persons with SMI and SUDs affect care in a number of ways including reducing access
to specialist palliative care, symptom management, and reducing involvement in advance
care planning.

Among individuals with SMI, despite high serious illness morbidity, palliative care provision
is lacking (205)(206). People with chronic psychotic disorders have poor access to palliative
care, receive less opioid analgesia than non-psychotic individuals and are more likely to die in
nursing homes (207). People with SMI are also less likely to engage in advance care planning,
despite data showing that they are interested and largely able to participate in advance care
planning and selection of health care proxies (208).

Individuals with SMI or SUD may experience significant bias by untrained, non-psychiatric
clinicians who often feel inadequately trained in working with people with severe behavioral
health conditions (209). Clinicians may avoid caring for persons with SMIl and/or SUD, perceive
them as dangerous, or incorrectly attribute medical and/or neuropsychiatric symptoms to
underlying psychiatric illness; this may be particularly problematic in the setting of complex
medical illness in which there may be clinical uncertainty about disease trajectory and
symptom burden, and also challenging given the clinical urgency and high risk of declining
care (210). Clinicians may assume that people living with SMI lack decision-making capacity,
despite data demonstrating that many individuals with SMI retain the capacity to participate
in medical decision-making (209). In situations in which individuals lack capacity, clinicians
may be uncertain regarding surrogate decision-makers for chronically mentally ill individuals



who may be disenfranchised and lack family support (211). Additionally, clinicians may feel
unable to manage chronic suicidality and other possible symptoms of chronic mental illness.

2) Gaps in knowledge
a) Epidemiology

Behavioral health epidemiologic data that is circumscribed to discrete medical diagnoses
precludes the formation of a broader serious illness care paradigm. Recognizing behavioral
health epidemiology across a variety of medical diagnoses may promote a broader model of
behavioral health care in serious illness care. Organizing patient cohorts by care setting, and
illness trajectory, rather than by medical diagnosis, may broaden epidemiologic understanding
of behavioral health needs in people with diverse serious medical illnesses.

As shown by the results from our literature review (Section 1lI-1), the scientific literature focuses
primarily on depression and anxiety-spectrum illnesses. Little epidemiologic data exist on
serious mental illness, personality disorders, and trauma. This is an especially significant gap
given the disparities in both behavioral and medical care in these populations.

b) Clinical care (screening and treatment)

Conceptual challenges in defining and circumscribing discrete behavioral health diagnoses
(as described above) make it challenging to standardize screening mechanisms for behavioral
health issues among people with serious medical illness. This is exacerbated by the fluidity
of the serious medical illness category, which spans many diagnoses and care settings and
has yet to be given a standardized definition. The available screening tools are, for the most
part, not well validated and potentially not well tolerated in the medically ill. More rigorous
studies or development of new or modified screening tools could bridge this gap and provide
guidance on effective screening for treatable behavioral health disorders. While tools such as
HADS empower clinicians to screen medically ill individuals for depression and anxiety (212),
few tools exist to screen for other behavioral health diagnoses in the medically ill population.

With a few exceptions (depression in people with heart disease and advanced cancer, for
instance), relatively little high-quality, standardized evidence exists about the treatment of
behavioral health issues among people with serious medical iliness. Generally, individuals who
have medical illnesses are excluded from randomized clinical trials of psychiatric interventions,
andfewtrials exist for such individuals (perhaps with the exception of neuropsychiatricsymptoms
of dementia). Treatment decisions are based on limited data or on populations dissimilar from
those being treated in the serious medical illness setting. Therefore, it is critical to design
clinical trials to include real-world populations. In addition, as the use of complementary and
alternative treatments (including marijuana and its derivatives) among these populations has
significantly expanded, more rigorous information is needed on the potential uses and adverse
effects (213)(214).



Furthermore, there is tremendous ethnic and racial variation in the receptivity to treatment and
the extent to which interventions have been adapted for and tested with various populations
has been insufficient. Further research is needed to elucidate relevant ethnic and cultural
aspects in serious illness care in general and especially with regard to behavioral health care for
this population.

3) Availability and preparation of workforce

a) Workforce shortages and lack of training

Access to behavioral health care among individuals with serious illness is often limited by
behavioral health provider workforce shortage and the lack of behavioral health care competency
in general medical providers.

Reasons for this are likely multifactorial. Behavioral health trainees, particularly psychiatrists,
have little exposure to palliative and serious illness care (194). For example, while psychiatry
trainees are eligible to complete palliative care fellowship training, only 58 psychiatrists were
board certified as of 2013 (196) and only 127 psychiatrists and neurologists were board certified
as of 2017(215). The lack of interested and appropriately trained providers may be attributed to
a dearth of opportunities to work in the serious illness care setting post-training for behavioral
health providers. In addition, due to inadequate funding and reimbursement streams, many
provider organizations are unable to retain qualified care staff (“revolving door” of staff) nor
provide high-level competency training.

Training non-behavioral health providers in basic behavioral health assessment skills and
interventions could help address the workforce shortage. Basic training in behavioral health
competencies addressing the needs of people with serious illnesses will require buy-in and
support from certification and accrediting bodies across multiple disciplines as well as state
licensing bodies Other potential avenues to increase behavioral health workforce capacity and
competency among the incumbent workforce may include expanded and updated offering of
continuing professional education target topics included in the BH-SIC Model.

In addition, non-medical providers such as chaplains can be trained in various psychosocial
interventions to augment those services provided by prescribing clinicians. This is particularly
true in a collaborative or integrated model in which one behavioral health expert can provide
population-level care by serving as a supervisor and consultant to non-behavioral health trained
providers. In order to make such interventions tenable, behavioral health work needs to be
integrated into the clinical workflow, training has to be available and incentivized for providers,
and reimbursement mechanisms that pay for those services should be incorporated. In addition,
medical clinicians (who are often on the front-line of treating behavioral health problems in the
medically ill population) would benefit from the rigorous development of up-to-date clinical
decision support mechanisms outlining psychosocial and pharmacologic treatment for common
behavioral health conditions across a range of common serious medical diagnoses.



4) Development of quality measures specifically adapted to behavioral health care in the context
of serious illness

Over the last ten years, increased efforts have been made to identify and develop serious illness
care measures — for example, the National Consensus Project for Quality Palliative Care (216),
The University of North Carolina’s Peace Hospice and Palliative Care Quality Measures (217),
RAND's Assessing Care of Vulnerable Elders (218), or the Measuring What Matters Initiative
(129). However, few of these proposed measures have been endorsed by NQF, which may point
to larger issues regarding the validity, importance and feasibility of some of these measures.
Furthermore, most of these initiatives do not include domains or measures specific to behavioral
health. At the same time, a 2015 review of several large national databases identified over 500
measures that address behavioral health, but only a limited number of those are endorsed by
the National Quality Forum (NQF) (219). Furthermore, only about five percent of the items in
the Measures Inventory maintained by the Centers for Medicare and Medicaid (CMS) focus on
behavioral health (220) which points to the lack of suitable measures that could be applied to
the interface of serious illness and behavioral health care in general.

The overall lack of suitable quality measures may be related to the inherent difficulties in
measuring quality at the interface of behavioral and serious illness care, particularly with regard
to defining meaningful outcomes for those suffering from behavioral health and serious illness
care conditions. In addition, persons’ preferences along the care continuum can change over
time. Another problem is the heterogeneity of the population served by serious illness care
programs and the lack of a uniform definition for serious illness. Seriously ill people may suffer
from serious and advanced illness with a high risk of mortality, chronic conditions, and limitations
in cognitive and physical functioning. The clear definition of the population with serious
illness including behavioral health issues, however, is essential to come up with a meaningful
denominator, to target specific subpopulations, and to develop valid and meaningful measures
and tools that can drive improvements of care.

While there may be few measures that could be implemented immediately in specific serious
illness care settings, developments in other fields may provide some guidance. A recent Delphi
study indicated that “mental health screening in general medical settings” is one of the measure
concept that is ready for development, based on its importance, validity, and feasibility (1).
Also, the National PACE (Programs of All-Inclusive Care for the Elderly) Association compiled a
list of measures and toolkits for cognitive, mood, and substance use screening (222). However,
some of the existing behavioral health screening measures and tools may need to be adapted
to individuals with serious illnesses. Others have been developed or applied in the nursing
home setting or in-home health (223)(224).

Serious illness care is often delivered across a low-to-high complexity/intensity care continuum
and a multitude of settings and providers. Cross-cutting measures in cancer care may offer
suggestions for measurement concepts that might be particularly relevant for a sub-population
suffering from behavioral health issues. Those measurement concepts include “round-the clock



access to coordinated care and services”, “adherence to clinical pathways”, “adherence to
prescribed (oral) drug therapy”, “unexpected hospitalization/ emergency room visit rate”,
“patient reported health status (psychosocial health, pain, etc.), “patient reported symptom
control”, “patient reported participation in defining treatment goals”, “patient reported
assessment of meeting shared treatment goals”, and “patient-reported change in psychosocial
distress/financial toxicity” (225).

The concept of ‘recovery’ has gained increasing traction in the behavioral health field and may
provide guidance for identifying additional meaningful quality measures particularly relevant
at the interface of serious illness and behavioral health care. Potential measure domains may
include satisfaction with care (communication, availability of needed services), patient reported
outcomes (patient well-being, sense that goals are being met, sense that psychological
symptoms are addressed, and goal-concordant care) and other domains traditionally not linked
to clinical outcomes such as quality of life, engagement in care and community, and economic
stability and housing.

Social risk factors such as income, education, race and ethnicity, employment, community
resources, and social support play major roles in individuals’ health. Significant gaps remain
in health and life expectancy based on income, race, ethnicity, and community environment.
Individuals with mental disorders have an all-cause mortality relative risk of 2.2 compared with
the general population, with a median of 10 years of potential life lost (85).

Against this background, there is growing recognition of disparities for people with mental
illnesses as compared to the general population, both in terms of access to needed health care
services and overall health outcomes. While this discrepancy may be partially attributable to
the symptoms and functional limitations resulting from (severe) mental illnesses, it is widely
recognized that these trends also stem from discrimination, exclusion, and widespread stigma
of individuals with mental illness. The creation of a new ’disparity category’ by assessing
healthcare quality separately for persons with behavioral health conditions could help better
understand and address these issues at the practice, research and policy level (226)(221).
This concept was considered important and valid in a recent Delphi study (221). The formal
designation of mental illness as a disparities category could also encourage the development
and implementation of quality measures for use in value-based payment models. This in turn
could incent the development and application of evidence-based practices that improve the
quality of care and ultimately, the lives of people suffering from behavioral health issues and
serious illnesses.

5) Alternative payment models and payment barriers

The U.S. health care system is moving toward more integrated financing and delivery models
that reward value instead of volume. Yet, among the various integrated payment models in
Medicare (e.g., Medicare Advantage, Bundled Payments for Care Improvement Initiative, the
Duals Financial Alignment Demonstration, and Program for All-Inclusive care for the Elderly,



PACE) only Medicare Accountable Care Organizations (ACOs) Demonstration Programs
authorized under the Affordable Care Act cover hospice care.

New models and initiatives around the latter have generated some interest within the behavioral
health field (Medicare Shared Savings and Pioneer ACO Programs (MSSP/Pioneer) and Blue
Cross Blue Shield of Massachusetts Alternative Quality Contract (AQC)). Under these models,
ACOs receive risk-based payments for the enrolled patient population. By passing either full or
partial financial risks for total health care expenditures of the enrollees, payers seek to increase
provider accountability, efficiency, and improve the integration of care.

However, there are challenges specific to behavioral health conditions that impede the
development and uptake of value-based payment models, including privacy concerns (i.e.,
sensitivity issues, HIPAA, 42 CFR Part 2, Confidentiality of Substance Use Disorder Patient
Records which restricts information sharing) in implementing these models in certain settings
as well as sociodemographic variables, along with perceptions of mental disorder severity and
need (227). Other challenges are related to often fragmented health care services, the lack of an
overarching effective organizational and infrastructure framework that can track the quality of
health care received, coupled with responsibility and accountability for patients’ paths through
the cycle of care. It is more challenging to define a cycle of care for complex long-term health
conditions (e.g., a depressed patient after a stroke), when the need for health services related
to these conditions extends over a long period of time and may involve different caregivers
within different service levels and settings. In the specific context of behavioral health and
serious illness care, the beginning and end of an episode of care is often difficult to define,
along with health outcomes related to each episode that could help support the development
of value-based health care and payment models.

As previously discussed, new quality measures throughout the entire cycle of care are needed
to encourage coordination and the integration of health services across the cycle of care, create
incentives for providers to share responsibility for each individual’s health care needs across
the behavioral health/serious illness care spectrum and to allow for transitioning to value-based
care delivery and payment. These concepts of quality measurement and shared accountability
need to be incorporated into managed care contracts as well.

Many value-based payment models target specific populations, but very few focus on the those
with serious illness and behavioral health conditions. Two models have recently emerged that
seek to address this gap by crafting a payment strategy that would support care teams in the
delivery of effective, high-value care. The American Academy of Hospice and Palliative Medicine
(AAHPM) developed the Patient and Caregiver Support for Serious lllness (PACSSI) Model,
which would provide tiered monthly care management payments to support interdisciplinary
palliative care teams as they deliver palliative care to patients and includes a quality and cost
accountability framework to ensure that the care teams provide high -quality, high-value care
(228). C-TAC's new Advanced Care Model (ACM) specifically targets Medicare beneficiaries with
advanced chronic conditions in their last year of life. The model aims to better meet the needs



of these individuals by breaking down silos within the healthcare system, bridging traditional
medical and social services, and creating comprehensive care management of an individual’s
healthcare needs consistent with the individual’'s goals and values. If fully implemented, the
ACM would affect approximately 25% of Medicare expenditures and support over 1 million
beneficiaries. Notably, this model explicitly builds upon the changing needs of individuals
in terms of health, function (cognitive impairment, dementia, mental illness, addiction and
trauma/ other psychosocial needs), and psychosocial status in light of disease severity and
progression (127). Both payment models have received support from The Assistant Secretary
for Planning and Evaluation (ASPE)’'s Physician-Focused Payment Model Technical Advisory
Committee (PTAC) and have been recommended to the HHS Secretary for urgent approval for
a funded Medicaid demonstration (229).

6) Regulatory/Legal issues

Medico-legal aspects of serious illness care such as surrogate decision-making and advance
care planning are largely defined by statutory law. In addition, the legal issues also inform
competency and capacity in behavioral health care.

Individuals with comorbid serious medical iliness and behavioral health issues have a significant
stake in the regulation of advance care planning. Individuals with mental illness are less likely
to be invited to participate in advance care planning, regardless of their capacity to do so
(208). This is particular true given many serious medical illnesses are progressive diagnoses
and that may require longitudinal, dynamic advance care planning that evolves over the illness
trajectory. Universalized advance care planning (for example, laws mandating that Medicare-
funded institutions must provide written information on ACP) may benefit individuals who
would be otherwise left out. Within the behavioral health field, several initiatives aim to utilize
psychiatric advance directives, and some examples exist of combined psychiatric-medical
advance directives, for instance those disseminated by the National Resource Center on
Psychiatric Advance Directives. However, little data exist on the adoption of such documents
(230).

The vast majority of states have legal protocols allowing patients to avoid unwanted medical
interventions, such as resuscitation. Additionally, most states have default surrogate consent
laws, which enable a list of permissible surrogates to make medical decisions in the absence of
advance directives. Significant differences in jurisdiction are given to surrogate decision-makers
with respect to end-of-life decision-making across states, for instance, states vary widely in
the authority given to surrogate decision-makers to withdraw life sustaining treatments (231).
Despite the lack of consistency in advance care planning and surrogate decision-making,
The Uniform Health Care Decisions Act is considered a model law combining both default
surrogacy and advance directives with a high degree of flexibility. The legal and regulatory
aspects of advance care planning remain dynamic. Physician orders for life sustaining treatment
(POLST) refer to a formalized way for physicians to institute out-of-hospital orders regarding
resuscitation and are an adjunct/component of broader advance care planning that is gaining

traction since its inception in Oregon (232).



Additionally, a broader discussion about national standardization of advance care planning
protocol may evolve in the coming years. It is important to note that statutory advance directive
and surrogacy laws are not the only means of advance care planning; most end-of-life decisions
take place informally through interactions between providers, patients, and family caregivers
and most state laws (at least 33 states) sanction these (232). For example, The Conversation
Project provides resources to guide individuals to start conversations about their end-of-life
wishes (233). Of note, one driver of standardization may be the increasing recognition of
advance care planning conversations as an element of billable care; for instance, Medicare
recently introduced free-for-service billing codes for advance care planning conversations.

VI. Conclusion and Further Opportunities

The goals of this study were to describe the scope of behavioral health needs among people
with serious illness, identify gaps in current service provision and develop a model to support
the integration of behavioral health provision into serious illness care. Using a mixed methods
approach (peer and grey literature review, expert interviews and an advisory panel) we propose
a model that builds upon two existing exemplars, the United Hospital Fund Continuum-Based
Framework for Advancing Integration of Behavioral Health into Primary Care (126) and the
Coalition to Transform Advanced Care (C-TAC) Serious llIness Program Design & Implementation
Framework (127). The model advances this work by identifying a series of key components that
serve as 'building blocks’ to support behavioral health care integration into serious illness care,
along the various stages of the advanced care continuum (130).

Implementation of this model and the successful shift toward more integrated, person-centered
care will require a series of policy approaches outlined in this study. Addressing current barriers
to implementation will require a focused research agenda targeted at clinical, organizational,
and policy levels. Our study identified training, quality measurement, clinical assessment tools,
and evidence base guidelines as priority areas to progress current efforts in this field. Successful
strategies may include:

1) Reviewing screening and assessment tools and evaluating their strengths and limitations in the context of

serious illnesses

Screening tools generally used in behavioral health may be inappropriate for individuals with
seriousillnesses due to an overlap of symptoms. Additionally, there are screening tools for specific
behavioral health diagnoses used in the specialty settings which contribute to fragmentation
of behavioral health provision across sub-populations of seriously medically ill individuals.
While clinicians have screening options, there is no broad, cross-diagnostic behavioral health
screening method, including screening for SUD, for people with serious medical ilinesses.

2) Compiling and summarizing selected guidelines for evidence-based interventions for individuals with comorbid
behavioral health conditions that are adaptable to serious illness settings along the care continuum
A review and synthesis of the published literature on guidelines for treatment of the most



common behavioral health conditions (e.g. depression, anxiety, delirium, cognitive impairment,
agitation, including SUD) can help evaluate the comprehensiveness of these guidelines,
identify gaps, and provide recommendations, particularly in the context of serious illness care.
Furthermore, this information can be used to explore barriers to implementation of these
practice guidelines in serious illness care settings across the care continuum.

3) Designing targeted training curricula for specific subsets of behavioral health professionals and non-behavioral
health clinical staff working in serious illness care settings
The training curriculum can be targeted to both professional schools preparing new cohorts of
clinicians as well as settings where in-services could be delivered. Education on common skills
at the interface of behavioral health and serious illness care is key for both behavioral health
and medical providers to better meet demands. While all providers should be trained in general
psychosocial care of seriously ill or dying individuals (i.e., goals-of-care discussions, advance
care planning), our research revealed some major gaps in the training of the diverse workforce
involved in the care of seriously ill people who also suffer from behavioral and substance use
issues. Additionally, regardless of degree or discipline, all members of the team should be
trained in risk management, de-escalation skills, and recognition of serious behavioral health
pathology (193). The training curriculum may include suggestions for ongoing training of
staff to address issues of retainment of workforce and employee satisfaction. Online training
courses addressing behavioral health needs in palliative care, such as the online clinical courses
provided by Center to Advance Palliative Care (CAPC) (234) can provide guidance.

4) Establishing an agenda for quality measurement development at the interface of serious illnesses and

behavioral health care

There is a lack of meaningful quality measures (both within the behavioral health field, but
also at the interface of general medical or serious illness care) to support alternative payment
strategies based on the quality or value of care delivered. This agenda would initiate a systematic
process to inform the development and application of measures that capture structure,
process and outcomes (including patient’s assessment of care) elements of care associated
with best practices at the interface of serious illness and behavioral health care. There are also
opportunities for accrediting organizations to set minimal standards for integrated behavioral
health and serious illness care practices.
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Serious lliness Gare Population: Behavioral Health Issues in Serious lliness Care

Clinical Scenarios

Anxiety

Confusion/Delirium
Cognitive impairment
Depression
Existential/spiritual crisis
Prolonged grief disorder
Interpersonal/family conflict
Personality disorders
Substance use disorders
Serious mental illnesses
Trauma-related conditions
Other behavioral health scenarios




Model for Behavioral Health Care in Serious lliness Care Settings

Guiding Principles

Person/Family-oriented care reflecting
individual goals, values, preferences,
concerns

Interdisciplinary team-based care

Coordinated and integrated care Value-based accountable care

Key Components/ Domains

Key Components

Examples and Elaboration

1.Person /
Family-
oriented Care

Provider/ Person
communication

Ensuring shared
decision-making
that incorporates
behavioral health
issues

* Pro-active communication to address person’s concerns/fears
* Infrastructure for robust provider and person communication across care processes
® Culturally appropriate communication among persons and providers

e Continuous exploration and alignment with person’s care preferences across all domains,
including behavioral health

2. Clinical
Functions

Case finding,
screening, and
referral to care

Providing
screening, initial
assessment, and
follow up

* Screening with standardized behavioral health measures (e.g., Hospital Anxiety and
Depression Scale, Beck Depression Inventory-Il, Generalized Anxiety Disorder-7, Patient Health
Questionnaire-9/ Patient Health Questionnaire-2, substance use disorder screening audit, etc.)
adapted to serious illness settings paired with a periodic activity (e.g. oncological follow-up
treatment) in addition to standard history of behavioral health conditions/relevant medications
and pain assessment

* Assessment by behavioral health-trained personnel

e Standardized protocols for appropriate and timely follow up

® Goal-setting and comprehensive advanced care planning to assure care is in concordance with
person’s goals and preferences

Facilitating and
tracking referral

e Establish network for behavioral health referral with formalized arrangements for “greasing”
referral pathways, sharing information pre/post-referral

* Patient preparation and tracking to assure successful referral connection across different care
settings and providers if a referral is needed

Longitudinal care
management

Coordinating,
communicating,
and following up
relentlessly

* Assuring appropriateness and timeliness of behavioral health and other services
* Transitional care and care coordination

* Prevention of unnecessary emergency department visits/hospitalizations due to untreated
behavioral health issues

* Mapping person’s behavioral health needs over time and across settings




Key Components/ Domains (continued)

Key Components

Examples and Elaboration

2. Clinical
Functions

Longitudinal Managing clinical crises | ® Protocols for managing suicidality
care or any severe or sudden | ¢ Protocols for managing agitation/delirium
G change of behavior * Protocols for assessment of capacity to refuse/consent to treatments or diagnostics
* Protocols for managing behavioral health symptom flares
* Protocols for managing disruption of social support
Integrated Providing access * Preventive services to reduce occurrence or severity of behavioral health issues
evidence- to evidence-based * Psychiatric medication management (especially in context of complex co-morbidities)
based and psychopharmacological | e Psychosocial interventions (e.g., cognitive-behavioral, motivational enhancement, problem
measurement- | and evidence- solving, trauma-related therapies, palliative care psychotherapies including meaning
based based psychosocial centered therapy and dignity-conserving therapy)
behavioral interventions ® Complementary treatments (e.g., music therapy, acupuncture)
health e Attention to spiritual concerns
care * Treatment of severe mental iliness (e.g., schizophrenia, bipolar disorder)
e Pain and other physical symptom management
* Treatment of substance use disorder
Measurement-based, * Incorporate tools and guidelines in clinical workflow/health information technologies
stepped care e Access to informal (“curbside”) consultation with behavioral health specialists
Self- Promoting patient e Educational materials and technologies regarding behavioral health
management activation/engagement | e Health coaching
::)‘F;Fézr:ess Promoting hea_lth e Self-care and .caregi.ver training in behavioral health issues
behavioral literacy to achieve * Support for discussions about goals of care
ehaviora

health issues

symptom control and
personal goals

* Peer support

Family caregiver
support

Providing tools and
interventions to
support and educate
family caregivers

® Formal and informal treatments and supports for family caregivers including:
- Health coaching/care training for caregivers in recognizing/responding to depression,
cognitive deficits, etc. in family members (and themselves)
- Informal emotional support; referral to behavioral health provider if indicated
- Appropriate toolkits to support/ education for goals of care discussions
- Home health aides with behavioral health training
- Respite care
- Bereavement/Prolonged grief disorder interventions




Key Components/ Domains (continued)

Key Components

Examples and Elaboration

3. Workforce
to Support
Clinical
Functions

Interdisciplinary
teams

Including generalist/
specialist/palliative
care physicians,
psychiatrists,
psychologists, nurse
practitioners, physician
assistants, nurses, social
workers, chaplains,
behavioral health care
managers, patients,
caregivers/peers, etc.

* Embedded or formalized network relationship with trained prescribers of psychiatric
medications

* Embedded or formalized network relationship with psychologist, nurse, social worker or
other behavioral health specialists

* Embedded or formalized network relationship to support care coordination (“ lead point of
contact on the healthcare team”)

* Formal/ informal linkage to social support services

* Formal/informal linkage to spiritual care providers

* Working milieu that promotes staff satisfaction and consistency to reduce staff burnout

Competencies

Providing training,
supervision and
assessment to assure
competencies in
evidence-based
practices

* Training and supervision for general medical/palliative care providers to develop behavioral
health competencies

e Training and supervision for behavioral health providers to develop competencies in serious
illness care

* Training and supervision in facilitating advance care planning and goals of care
conversations and maintaining patient treatment alliance

e Training and supervision in effective methods to facilitate communication across medical
silos between general medical and behavioral health providers

* Knowledge and competencies in social services and other needs for patients and
connecting patients to those services

4. Structures
to Support
Clinical
Functions

Health
information
technologies
and other
technology
support

Commissioning and
maintaining systematic
tracking of clinical
information and
exchange among
team members across
settings

* Incorporating behavioral health concepts and terms in HIT systems

e Electronic health records with registry functionality to support longitudinal care
management for behavioral health issues

* Data sharing platform including secure mobile devices to connect all care team members

* Policies and support to guide discussions with patients about privacy and sharing of
information among providers

* Telemedicine capacity to assure access to behavioral health care for patients with limited
mobility

e Easy access to co-located psychosocial information in electronic health records




Key Components/ Domains (continued)

Key Components

Examples and Elaboration

4. Structures
to Support
Clinical
Functions

Systematic
quality
improvement

Using quality metrics
and other improvement
strategies targeted to
behavioral health care

* Formal quality improvement targeting behavioral health care through:
- Behavioral health workforce competencies
- Integrated electronic health records for behavioral health and serious illnesses
- Delivering evidence-based behavioral health care

Implementing quality measures for monitoring and evaluation

Linkages with
community/
social services

Initiating and
maintaining formal
arrangements with
housing, entitlement,
and other social
support services
tailored to persons’
behavioral health needs
(especially severe
mental illness)

Home Safety and Access Adaptations through home maintenance and modification
programs

* Housing support services

¢ Transportation

Meals on Wheels
Home maker services

Personal care (e.g., assistance for dependence)
Physical and financial abuse assessment and response

5. Policies to
Enhance
and Incent
Effective
Integrated
Care

Accountability

Sharing responsibility
among team members
to meet performance
standards for all care,
including behavioral
health

Development of validated behavioral health quality measures specifically designed to

encourage integration and improvement in serious illness contexts:

- Structure measures

- Process measures

- Outcomes measures (symptom management , personalized goal achievement, quality of
life)

- Patient/caregiver/staff experience measures

- Efficiency measure

Create a shared-accountability model between physical and and behavioral health providers

to monitor and assure access and quality

Payment

Incorporating
behavioral health-
related costs in
payment models that
encourage efficiency
and quality

Development of sustainability strategies to support behavioral health services:
- Capitated payment

- Value-based payment models

- Fee-for-service environments




